Satisfaction with disclosure of the diagnosis of an autistic spectrum disorder was investigated using a self-report questionnaire completed by 126 parents. On a rating of satisfaction, 55 percent indicated that they were satisfied or very satisfied with the disclosure. Parents were more likely to be satisfied if they gave positive ratings to the manner of the professional and the quality of the information provided; if they had been given written information and the opportunity to ask questions; and if their early suspicions had been accepted by professionals. These factors were combined into a global index of satisfaction; those gaining higher scores were more likely to have been given the diagnosis of Asperger syndrome (as opposed to autism), to have had a definite diagnosis, and to have children who were not currently in an educational placement. These results underline the importance of the interaction between parent and professional during the disclosure interview.
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Satisfaction with disclosure of the diagnosis of an autistic spectrum disorder was investigated using a self-report questionnaire completed by 126 parents. On a rating of satisfaction, 55 percent indicated that they were satisfied or very satisfied with the disclosure. Parents were more likely to be satisfied if they gave positive ratings to the manner of the professional and the quality of the information provided; if they had been given written information and the opportunity to ask questions; and if their early suspicions had been accepted by professionals. These factors were combined into a global index of satisfaction; those gaining higher scores were more likely to have been given the diagnosis of Asperger syndrome (as opposed to autism), to have had a definite diagnosis, and to have children who were not currently in an educational placement. These results underline the importance of the interaction between parent and professional during the disclosure interview.
Introduction
A substantial body of literature exists on the disclosure of childhood disability, but little has been published relating specifically to a diagnosis of an autistic spectrum disorder. The aim of the present study was to examine the factors associated with parental satisfaction with such a disclosure.
Recent guidelines for good practice in the disclosure of disability tend to have a number of features in common, stressing particularly the importance of the manner of the professional during the disclosure interview, and the way in which information can be given most effectively (e.g. Cunningham et al., 1984; Lingam and Newton, 1996) . In line with such guidelines, Sloper and Turner (1993) found that mothers who were more satisfied with a disclosure of a diagnosis of severe physical disability rated the professional's manner more highly, and they felt that they had been given enough information and the opportunity to ask questions. Overall, 37 percent of their sample were satisfied or very satisfied with the way the news of their child's disability had been broken to them. A more recent study by Baird et al. (2000) found that three-quarters of mothers of children with cerebral palsy were satisfied or very satisfied with the structure and manner of telling, but satisfaction with the information content was lower (54 percent).
Ensuring that parents are satisfied with a disclosure of a diagnosis of an autistic spectrum disorder may be more problematic from the outset. First of all, children with autistic spectrum disorders tend to be diagnosed at a later age than children with other disabilities, such that the majority of parents do not receive a diagnosis until the child is around 5 or 6 years of age on average (Howlin and Asgharian, 1999; Howlin and Moore, 1997) . Further, there may be a delay in the region of 2 to 4 years between parents' first suspicions of a problem and the final diagnosis (Howlin and Moore, 1997; Smith et al., 1994) . Good practice would dictate that parents be told about their child's condition as soon as possible (Lingam and Newton, 1996) and delays in disclosure, in terms of the child's age and delays in the process, have been linked to parental dissatisfaction (Baird et al., 2000; Howlin and Moore, 1997; Quine and Pahl, 1986; 1987) . Second, the diagnosis itself may be relatively vague (e.g. 'autistic features'); again, there is evidence to suggest that satisfaction with disclosure is greater when a clearcut or specific diagnosis can be provided for the child's disability (Howlin and Moore, 1997; Quine and Pahl, 1987) .
The aim of the study presented here was to investigate the determinants of parental satisfaction with the disclosure interview of a diagnosis of an autistic spectrum disorder, using a self-report questionnaire based on the instrument used by Sloper and Turner (1993) . It was hypothesized that more satisfied parents would have children diagnosed at a younger age and diagnosed more recently, and that they would have experienced shorter delays between referrals and significant points on the pathway to diagnosis. It was also hypothesized that parents of children with a specific diagnosis (e.g. 'autism') would be more satisfied than parents of those given a relatively vague diagnosis (e.g. 'autistic tendencies'). Finally, it was hypothesized that those who gave positive ratings both to the professional's manner during the disclosure, and to the quality of the information, would express more satisfaction.
Method Sample
Participants were drawn from the population of mothers and fathers of children with autistic spectrum disorders (including Asperger syndrome) living in Scotland. Four groups of potential participants were identified from the records of three hospitals in Scotland (identified here as 'A', 'B' and 'C') and one voluntary organization. Overall, 212 children were identified and a total of 334 questionnaires were sent out to mothers and fathers. (Two of the hospitals were able to identify single-parent families before the distribution of questionnaires.) The overall parental response rate was 38 percent (N = 126), with individual response rates of 32 percent (Hospital A), 56 percent (Hospital B), 36 percent (Hospital C), and 100 percent (the voluntary organization). Thirty pairs of parents were identified: thus data were available on 96 children, representing 45 percent of the possible number of children identified by the hospitals. Details are provided in Table 1 .
Of the 126 participants, 73 percent were mothers and 27 percent were fathers. Fifteen mothers were single parents (12 percent) and there were no lone fathers. Of the 96 children included in this study, 85 percent were male. The age of each child at the time of data collection was calculated as the age on 31 December 1996: ages ranged from 39 months to 206 months with a mean of 86 months (SD = 35.8 months). The mean age of the child at the point of diagnosis was 55 months (SD = 31 months), ranging from 14 months to 180 months: 53 percent of the children had been diagnosed by the age of 48 months. Ninety-one percent of the children had been diagnosed within the 5 years prior to data collection. From parental reports, 77 percent of the children had been given a diagnosis of autism, 16 percent had received a diagnosis of Asperger syndrome, and the remainder had been given a diagnosis which included autistic features or tendencies. Notably, parents did not report diagnoses of 'autistic spectrum disorder' or 'pervasive developmental disorder', perhaps suggesting professional preference for certain terms at that time (Bennett, 1996) and/or parental interpretation and usage of diagnostic terminology. A significant difference was found between the hospitals with regard to diagnosis: Hospital C gave no diagnoses of Asperger syndrome, and gave more diagnoses of autistic features or tendencies than would be expected ( 2 (6) = 26.76, p < 0.001).
Procedure
A letter was sent to each parent inviting participation in the project. Parents who agreed to participate were sent the questionnaire package by post. Approximately 8 weeks after the distribution of the questionnaire, parents were issued with a reminder letter. Data collection took place during the winter of 1996.
Measures
The self-report questionnaire used in the current study was adapted from an interview schedule and a self-report questionnaire developed by Sloper and Turner (1993) . It was clearly stated in the questionnaire that the term 'autism' would be used to refer to all subgroupings within the spectrum of autistic disorders, including Asperger syndrome. The final questionnaire covered a wide range of topics: only those relating to the current investigation are reported here.
Satisfaction with disclosure Parents were asked to rate their satisfaction on the way the news of their child's disorder was broken to them. Ratings were measured using a five-point scale from 'very dissatisfied' to 'very satisfied'. An index of satisfaction was calculated following preliminary investigation of the relationships between the satisfaction rating and the descriptor variables (see 'Results').
Disclosure and time/delay variables A rating of the quality of the information given at the time of diagnosis was obtained by summing responses to four items, each rated on a five-point scale: understanding of the information; the amount of information given; the degree of technicality of the information; and the ease with which the information was remembered.
Similarly, a rating of the professional's behaviour or manner was obtained by summing responses to five items, each rated on a five-point scale: sympathetic manner; understanding of the parent's concern; good communicator; evasive/direct; and was/was not approachable and open to questions. Other disclosure variables included the hospital involved; whether the parent had had suspicions before diagnosis; age of child when the parent first suspected that something was wrong with their child; time/delay details about the process of assessment and diagnosis (delays between first suspicions and tentative diagnosis, i.e. told that autism was likely; between tentative and firm diagnosis; and between first suspicions and firm diagnosis); and time since the diagnosis. Structural aspects of the disclosure were also considered, such as which professional(s) gave the diagnosis; where the parents were told; whether they were together/who was present; whether the child was present; nature of the diagnosis (definite/tentative); whether written information was given; whether help was offered on how to tell other family members; opportunities available to ask questions at the time of disclosure or at a follow-up meeting; and whether they were put in touch with other parents of children with autism.
Parent and child variables
Variables relating to the parent included age and sex; the number of siblings and the number of children living in the parental home; occupation and hours worked; whether a single parent; and partner's occupation (if applicable). Variables relating to the child included current age; age at the time of diagnosis; sex; diagnosis; educational placement; and measures of ability and disability (e.g. ability to walk, feed him/herself, go to the toilet alone, communicate with peers, understand language, and awareness of him/herself) (adapted from a behaviour problems questionnaire developed by Cunningham et al., 1986) .
Results
Twenty percent of the sample indicated that they were very satisfied with the disclosure interview, 35 percent that they were satisfied, 33 percent that they were neither satisfied nor dissatisfied, 7 percent that they were dissatisfied, and 6 percent that they were very dissatisfied. Thus 55 percent of the sample indicated that they were satisfied or very satisfied with the disclosure interview. Given the small proportion of responses at the lower end of the scale, the categories of 'very dissatisfied' and 'dissatisfied' were merged for the purposes of further analysis. The analysis was therefore based on four categories of satisfaction: very satisfied; satisfied; mid-point; and dissatisfied/very dissatisfied.
The relationships between the single-item rating of satisfaction and the descriptor variables (disclosure, parent and child variables) were examined using chi-square analysis or one-way analysis of variance. Where appropriate, variables were corrected for skew prior to analysis. Missing data (from blank questionnaire items) were not reconstructed. Tables 2 and 3 provide descriptive statistics for all variables, and relationships with the single-item rating of satisfaction. Where both parents had completed a questionnaire for the same child, only maternal responses were used in analysis.
Parents giving a more positive rating of satisfaction gained higher (more positive) scores on the measure of the quality of the information given at the time of diagnosis (F(3, 87) = 18.96, p < 0.001) and on the measure of the professional's manner (F(3, 88) = 14.72, p < 0.001). They were more likely to indicate that their first suspicions (that there was something wrong with their child) had been accepted by professionals ( 2 (3) = 12.57, p < 0.01, N = 79); they were also more likely to have received written information at the time of disclosure ( 2 (3) = 13.58, p < 0.01, N = 93), and were more likely to have been given the opportunity to ask questions of the professional who was breaking the news ( 2 (3) = 22.69, p < 0.001, N = 90). At the 5 percent level, a significant relationship was found between satisfaction and the time since diagnosis (F(3, 83) = 3.09, p < 0.05), such that those with children more recently diagnosed were more satisfied. No other significant relationships were found between the time/delay variables (the age of the child at first suspicions, tentative diagnosis and firm diagnosis, and the periods of delay between each of these points) and the rating of satisfaction. An index of satisfaction was created by taking the mean of the scores for descriptor variables demonstrating statistically significant associations with the rating of satisfaction with the disclosure (including the rating itself): suspicions accepted by professionals, the opportunity to ask questions at disclosure, the total score for the quality of information, and the total score for the manner of the professional. The index was created for two reasons: first, it was hoped that this would illuminate factors associated with satisfaction with the disclosure process as a whole; and second, it was hoped that the index would provide a more reliable measure of satisfaction in statistical terms. In order to reduce the number of missing values, the mean score was included if one or two scores were missing. The mean value for the satisfaction index was 8.68 (SD = 1.88, range 3.00-13.33).
Relationships between the satisfaction index and the descriptor variables were examined using one-way analysis of variance or regression, focusing on the variables related to current investigation. Again, the analysis was based on 96 responses, with maternal scores used in cases where scores from both parents were available. The results are displayed in Table 4 . Scores on the satisfaction index varied according to the diagnosis and the extent to which parents perceived the diagnosis to be definite or tentative. Thus parents of children with a diagnosis of autism and parents of children with a diagnosis of autistic characteristics had significantly lower scores on the satisfaction index than parents of children with a diagnosis of Asperger syndrome. Further, parents who stated that their child's diagnosis was definite gained higher scores on the satisfaction index than parents who stated that the diagnosis was tentative or not definite. Finally, parents whose child was not in an educational placement gained higher scores on the satisfaction index than parents of children in an educational placement. There were no significant associations between the satisfaction index and any other of the parent, child, or time/delay variables.
A hierarchical multiple regression analysis was conducted with scores on the satisfaction index as the dependent variable; the independent variables were hospital (included as a control); diagnosis; whether the diagnosis was definite; and whether the child was in an educational placement. Variables were entered into the equation in that order. The first two variables were dummy coded: the reference categories were the voluntary organization (as opposed to Hospitals A, B or C), and a diagnosis of Asperger syndrome (as opposed to autism or autistic tendencies/features). The other two variables both comprised two categories: the diagnosis was definite or tentative, and the child was or was not in an educational placement. Prior to this analysis, the relationships among the independent variables were examined using chi-square analysis, and no problems of confounding were noted. The results are displayed in Table 5 , including R 2 , change in R 2 , final ␤, the final F-value and the significance of the final F.
The variables accounted for 25 percent of the variance of the satisfaction index (19 percent adjusted) (F(7, 87) = 4.23, p < 0.001). Three variables were significant in the final equation: diagnosis, whether the diagnosis was definite or tentative, and educational placement. When hospital was accounted for, parents of children with a diagnosis of Asperger syndrome gained higher scores on the satisfaction index than parents of children with a diagnosis of autism. When both of these factors were controlled, parents receiving a definite diagnosis gained higher scores on the satisfaction index than those receiving a tentative diagnosis. Finally, parents whose child was not in an educational placement gained higher satisfaction scores than other parents.
To determine whether the significance levels of diagnosis and educational placement were due to age, sex of the child, ability or time since diagnosis, a second analysis was conducted controlling for these variables. The results are shown in Table 5 . Note that degrees of freedom were reduced in the second analysis owing to missing data on the control variables (F(11, 75) = 3.09, p < 0.002). This time, parents of children with Asperger syndrome gained higher satisfaction scores than parents of children in both other diagnostic categories. The significance levels of both definite diagnosis and educational placement were reduced to just over 5 percent. It was concluded that the relationships between satisfaction and diagnosis, definite diagnosis and educational placement were not due to the effects of the child's age, sex or abilities, or the time since diagnosis. Interestingly, in this analysis, parents recruited through the voluntary agency were more satisfied, at the 5 percent level, than those recruited through Hospital B.
As noted above, the sample contained 30 couples, or parents of the same child. Scores for the satisfaction rating and satisfaction index were compared across couples. On the satisfaction rating, 12 couples gained the same score and a further 13 were one point either side of each other. No significant difference was found ( 2 (6) = 3.29). On the satisfaction index, five couples gained the same score. Mothers tended to have higher satisfaction index scores than fathers (mean = 9.0, SD = 1.7 and mean = 8.9, SD = 1.4 respectively), but this difference was not significant (t(29) = -0.46).
Discussion
This study revealed relatively high levels of parental satisfaction with disclosure of an autistic spectrum disorder: more than half of the participants were satisfied or very satisfied with the disclosure, compared with 37 percent of Sloper and Turner's (1993) sample of mothers of children with severe physical disability. The results also contrast with the findings of a recent survey of satisfaction with the process of diagnosing autistic spectrum disorders in the UK (Howlin and Moore, 1997) in which only 35 percent of parents (and only 23 percent of Scottish parents) expressed a degree of satisfaction with the process. However, the latter discrepancy may be related to a difference between satisfaction with the process of diagnosis and satisfaction with the disclosure per se. While the findings of the current study suggest that the disclosure of a diagnosis of an autistic spectrum disorder need not be a negative experience for parents, the proportion of dissatisfied parents must serve to warn against complacency and these results highlight the factors associated with variation in satisfaction which are open to intervention.
As predicted, parents giving a more positive satisfaction rating were more positive about the manner of the professional during the disclosure interview and about the quality of the information given at that time (including the provision of written information and being given the opportunity to ask questions). They also felt that their first suspicions had been accepted by the professionals; this is an important finding as recent studies report that the vast majority of parents of children with autistic spectrum disorders are worried about their child's behaviour before professionals become aware of a problem (Howlin and Moore, 1997; Smith et al., 1994) .
Overall, these results are clearly consistent with those reported by Sloper and Turner (1993) , and underline the overwhelming importance to parents of what they are told by professionals and the way in which the interview is conducted. When these factors were combined with the rating of satisfaction to form a global index of satisfaction, factors more specific to the diagnosis of an autistic spectrum disorder were highlighted: with recruitment hospital controlled, those gaining higher scores on the index were parents of a child diagnosed with Asperger syndrome (rather than autism), and parents with a definite (rather than tentative) diagnosis. In addition, those with a higher score on the satisfaction index had a child who was not in an educational placement. These findings were not attributable to the child's age, sex or abilities, or the time since diagnosis.
The issues surrounding diagnosis, including the clarity or certainty of diagnosis and prognosis, are complex. In the current study, no attempt was made to match parents' reports of diagnosis, or indeed the extent to which the diagnosis was definite, with hospital records. However, while figures from some studies would suggest that Asperger syndrome was underrepresented in this study (Ehlers and Gillberg, 1993; Kadesjo et al., 1999) , pooled data from recent autism surveys indicate that on average the number of children with autism is five times higher than for Asperger syndrome (Fombonne, 2001) . Current difficulties with prevalence estimation may be related to relatively recent entry of Asperger syndrome into international classification systems (e.g. ICD-10: World Health Organization, 1992), absence of epidemiological research on this disorder (Fombonne, 2001) , and continuing confusion for professionals surrounding the diagnostic criteria for Asperger syndrome (Wing, 1999) . There is also evidence of low levels of autism awareness and lack of diagnostic expertise among health professionals in this field (Brogan, 2000; .
Contrary to expectations, satisfaction was not related to any of the variables associated with the age of the child at various stages in the process of diagnosis, or to either of the periods of delay (between first suspicions and likely diagnosis, and between likely and final diagnosis). Ninety percent of the parents reported that they had had suspicions that something was wrong with their child prior to the diagnosis; the average length of time between those first suspicions and the final diagnosis was approximately 3 years, ranging from no delay at all to 12.7 years. It is possible that some parents may have been relieved in the end to have their suspicions finally confirmed, an interpretation consistent with the finding that parents who felt that their first suspicions had been accepted by professionals were more satisfied with the disclosure. Parents may be more able to withstand the lengthy process of assessment if they feel that their opinions, observations and fears are taken seriously by the professionals, and if they feel that their knowledge and understanding of the child is respected. One other finding is worthy of note: parents of children who were not in an educational placement were more satisfied than other parents, and their children were clearly younger. This result is unlikely to be related to the educational placement itself and was not found to be related to the age of the child, or the time since diagnosis.
A number of limitations to the study must be acknowledged. The first and second relate to the sample. The parental response rate was low, at 38 percent. It is possible, therefore, that the findings will not generalize to the target population. However, it should be noted that 45 percent of the children identified by the hospitals were represented in the sample. One of the factors affecting return rate was that both mothers and fathers of the same child were asked to return separate questionnaires about their experience of the disclosure; typically, studies of this sort rely mainly on maternal reports since the mother is usually the main caregiver (e.g. Howlin and Moore, 1997; Smith et al., 1994) . Some of the fathers who were sent questionnaires may not have been present at the disclosure interview; 27 percent of participants (all mothers) indicated that they attended the disclosure interview on their own. In addition, it was not always possible to determine from hospital records whether or not the parents lived together, and some records were clearly out of date.
While socio-economic status was not related to satisfaction with disclosure, a skew towards over-representation of the higher socio-economic classes was observed in the sample and this may have influenced the results. Social class bias has been noted by many theorists in this field, including Kanner (1943; 1954) , Eisenberg and Kanner (1956), and Schopler et al. (1979) , and may be explained in terms of factors affecting referral and diagnosis (Wing, 1980) .
In the multiple regression analysis of scores on the satisfaction index, a large proportion of the variance remained unexplained. This was not unexpected given that the index took account of the factors (such as professional manner) which were highly related to the single-item rating of satisfaction, but suggested that other factors may have been influential. Since Sloper and Turner (1993) found no significant relationships between satisfaction and factors reflecting parental individual differences (e.g. locus of control, neuroticism, social desirability, or ways of coping) it is reasonable to posit that the remaining variance could be accounted for by factors relating to the professionals and the hospitals involved in the process of assessment, diagnosis and disclosure.
In conclusion, the majority of parents expressed satisfaction with the disclosure of their child's disability by professionals. It is clear from the results of this and other studies that professionals can do much to influence parents' experience of disclosure; they can ensure that parents feel supported, respected and informed, or, conversely, they can leave parents feeling confused, angry, distressed and humiliated. Professionals are moving towards better practice in disclosure; ideally disclosure of the diagnosis is the gateway to appropriate health, education and social provision and the aim is to ensure that the child and the family access the services that they need as quickly and as smoothly as possible. Although in this study delays in the diagnostic process were not significantly related to satisfaction, lengthy delays often mean that children and their families do not get the support they require during this difficult period. Continuing emphasis must be placed on ensuring that children with autistic spectrum disorders are identified and diagnosed as early as possible, and that disclosure practice continues to improve.
